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Critical Care Nurses’
Perceptions of End-of-Life
Care Obstacles
Comparative 17-Year Data
Renea L. Beckstrand, PhD, RN, CCRN, CNE; Nicole Lamoreaux, MS, FNP-c;
Karlen E. Luthy, DNP, FNP-c, FAAN, FAANP; Janelle L.B. Macintosh, PhD, RN

Background: Nurses working in intensive care units (ICUs) frequently
care for patients and their families at the end of life (EOL). Providing
high-quality EOL care is important for both patients and families,
yet ICU nurses face many obstacles that hinder EOL care. Researchers
have identified various ICU nurse-perceived obstacles, but no studies
have been found addressing the progress that has been made for
the last 17 years.
Objective: The aims of this study were to determine the most common
and current obstacles in EOL care as perceived by ICU nurses and
then to evaluate whether meaningful changes have occurred since data
were first gathered in 1998.
Methods: A quantitative-qualitative mixed methods design was used.
A random, geographically dispersed sample of 2000 members of the
American Association of Critical-Care Nurses was surveyed.
Results: Five obstacle items increased in mean score and rank as
compared with 1999 data including (1) family not understanding what
the phrase ‘‘lifesaving measures’’ really means, (2) providing lifesaving
measures at families" requests despite patient"s advance directive listing
no such care, (3) family not accepting patient"s poor prognosis, (4)
family members fighting about the use of life support, and (5) not
enough time to provide EOL care because the nurse is consumed with
lifesaving measures attempting to save the patient"s life. Five obstacle
items decreased in mean score and rank compared with 1999 data
including (1) physicians differing in opinion about care of the patient,
(2) family and friends who continually call the nurse rather than calling
the designated family member, (3) physicians who are evasive and avoid
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families, (4) nurses having to deal with angry families, and (5) nurses not
knowing their patient"s wishes regarding continuing with tests
and treatments.
Conclusions: Obstacles in EOL care, as perceived by critical care nurses,
still exist. Family-related obstacles have increased over time. Obstacles
related to families may not be easily overcome as each family,
dealing with a dying family member in an ICU, likely has not previously
experienced a similar situation. On the basis of the current top 5
obstacles, recommendations for possible areas of focus include (1)
improved health literacy assessment of families followed by earlier
directed, appropriate, and specific EOL information; (2) improved
physician/team communication; and (3) ensuring patients" wishes are
followed as written. In general, patient- and family-centered care using
clear and open EOL communication regarding wishes and desires
between patients and families, their physicians, and nurses will help
decrease common obstacles, thus improving the quality of EOL
care provided to dying patients and families.
Keywords: End-of-life, NICU, Nurses, Obstacles, Supportive behaviors
[DIMENS CRIT CARE NURS. 2017;36(2):94/105]

Critical care nurses care for dying patients on a daily basis.
In the United States, annual deaths for 2011 surpassed
2.4 million.1 Nearly 540 000 deaths2 occur in intensive
care units (ICUs) each year because of more complex patients presenting with multiple diagnoses and poorer
prognoses.3 Therefore, providing high-quality end-oflife (EOL) care to ICU patients and families is essential.4
Intensive care unit nurses face many obstacles in providing quality EOL care.

BACKGROUND
A search of the literature identified the most common
obstacles, as perceived by critical care nurses, since publication of the SUPPORT study in 1995.5 In 1998, a pilot study
was completed surveying a national random sample of 300
ICU nurses regarding obstacles to providing quality EOL
care to dying patients.6 Researchers concluded from
these pilot data that nurses" perceptions of EOL obstacles
primarily dealt with patients" families.6 For example, the
4 largest obstacles related to issues surrounding families,
namely, families always calling for status updates, families
not understanding ‘‘lifesaving measures,’’ families not
accepting a poor patient prognosis, and families requesting
lifesaving measures against patients" written wishes. In a
follow-up study with data gathered in 1999, the same

researchers7 surveyed a larger national random sample of
1500 ICU nurses. Findings from the larger study generally supported pilot data results in that the most commonly perceived obstacles were (1) physicians differing
in opinion about patient care, (2) family continually calling the nurse for updates, (3) physicians" evasive behaviors
and avoidance of family, and (4) families not understanding the term ‘‘lifesaving measures’’ with the associated
implications.7
In 2006, a nationally representative sample of nurse
and physician directors of 600 ICUs was surveyed.8 These
researchers found that the largest perceived EOL obstacles were those primarily relating to families, patients, or
physicians.8 For families and patients, noted obstacles were
unrealistic expectations or inability (of patients) to participate in discussions. Obstacles related to physicians were
insufficient training in communication regarding EOL
issues and inadequate communications between the ICU
(physician) and patients/families about appropriate goals.
Obstacles related to institutional factors included poor
environment and poor staffing.
In 2008, investigators conducted a literature review
composed of 13 quantitative and 9 qualitative research
studies.9 Identified obstacles in providing high-quality EOL
nursing care were inadequate patient pain relief, poor
March/April 2017
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coping mechanisms of nursing staff, lack of EOL education
and/or experience among physicians and nurses, heavy
patient loads, and unrealistic expectations of families.9
In 2010, a replication of an earlier study7 surveyed
180 nurses working in critical care units in a midwestern
urban trauma center.10 Similar to earlier published results,
these researchers found a lack of direct and consistent
information to families, issues with physicians, inadequate
EOL education for nurses, and unclear advanced directives
as commonly perceived obstacles.10
In another report of a multidisciplinary sample, including ICU nurses, obstacle items were coded into 4 domains
including patient and family factors, institutional factors,
clinician factors, and education/training factors.11 The
most consistently reported obstacles perceived by ICU nurses
were language barriers between nurses and families, patients" inability to participate in making EOL decisions,
lack of designated palliative care service, poor continuity
of care for physicians and nurses, inadequate time to
complete all nursing duties, apprehension of withdrawing
care due to potential legal liability, and inadequate physician training and communication skills.11
In summary, for the last 17 years, researchers have
determined that EOL care obstacles, as identified by critical care nurses, exist in ICUs and impede delivery of quality
care to dying patients. What is unknown is whether critical
care nurses" perceived obstacles have changed over time.
Although studies have been conducted to identify perceived obstacles by ICU nurses providing EOL care, no
studies were found addressing the progress (or lack of
progress) that has been made for the last 17 years. The
purposes of this study were to determine the most common current obstacles in EOL care, as perceived by ICU
nurses, and then to evaluate whether meaningful changes
have occurred since data were first gathered in 1998.

Research Questions
1. Which listed items do ICU nurses perceive as being the
largest obstacles in providing EOL care to dying patients?
2. Have critical care nurses" perceptions of EOL obstacles
changed for the last 17 years?

METHODS
Sample
A geographically dispersed sample of 2000 members of
the American Association of Critical-Care Nurses (AACN)
was surveyed. Subjects were randomly selected from the
104 000 members of AACN. To be eligible for participation, subjects needed to live in the United States, read
English, and have cared for at least 1 ICU patient at
the EOL.
96
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Design
A quantitative-qualitative mixed methods design was used
for this study. Analysis presented here covers quantitative
obstacle data only. Published data from 2 previous studies
(the pilot study with data gathered in 1998 and the follow-up
study with data gathered in 1999) were used for comparison.6,7 A nearly identical instrument was used to collect
nurses" perceptions in the original and current studies.

Instrument
The questionnaire, entitled the ‘‘National Survey of Critical
Care Nurses" Perceptions of End-of-life Care’’ was first
developed in 1998 and then minimally adapted in 2014.
The final questionnaire consisted of 72 items including
29 obstacle items (four more than the pilot due to suggestions from nurses), 25 supportive behavior items, and
1 open-ended item for nurses to add any additional obstacle item that the survey did not cover. Three other openended items were also included asking nurses to suggest
1 change they would like to see in EOL care; for experiences of caring for dying patients, which typified common
EOL obstacles; and whether nurses" units had EOL initiatives, which may have impacted ratings. In addition,
nurses were asked to complete 14 demographic items.
Cronbach ! for the 29 obstacle size items was .89,
suggesting that the scale score was internally consistent.
This is the same Cronbach ! score for the obstacle size
items as was obtained in the obstacle size data gathered
in 1999,7 confirming that the instrument, for obstacle items,
was consistent over time. Matching reliability scores were
expected given that the instruments, for the list of obstacle
items, were identical in both studies (collected in 19997
and 2015).

Procedure
Institutional review board approval was obtained. A mailing list for subjects was purchased from AACN. Subjects
received a packet including a cover letter explaining the
study, a 3-page questionnaire, and a preaddressed postagepaid return envelope. Subjects were asked to self-administer
and return the questionnaire upon completion. For the first
mailing, packets were sent to the subjects" home addresses,
with a reminder postcard sent 3 months later to nonresponders. An additional second complete packet was sent
to nonresponders 6 weeks after mailing of the postcard
reminder. Consent to participate was implied upon return
of the questionnaire.

RESULTS
Data Analysis
Of the 2000 potential respondents, 604 questionnaires
were returned, with 95 of those eliminated from the study
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sample because either the questionnaire could not be delivered (n = 30) or subjects reported that they were ineligible
to participate (n = 65). Usable responses were received
from 509 of the 1905 eligible respondents, for a response
rate of 26.7%.12
All 509 responses were entered into an SPSS version
23 database (SPSS Inc, 2015).13 The accuracy of the entered
TABLE 1

data was checked by 2 people. Data were examined for
missing values, and univariate outliers using appropriate
descriptive statistics and figures before further analyses
were performed. Missing data were found to be minimal
(G2%) for most variables. Descriptive statistics were calculated. Independent t tests were conducted to assess differences in means between 1999 data7 and the current

Obstacle Item Size by Mean as Reported by Critical Care Nurses in Regard to End-of-Life Care
Mean (SD)

na

1. Family members not understanding what ‘‘lifesaving measures’’ really means.

4.05 (0.97)

502

2. Multiple physicians, involved with 1 patient, who differ in opinion about how the direction of care should go.

3.94 (1.13)

506

3. Using life-sustaining measures at the families" request although the patient had signed advanced directives requesting no
such treatment.

3.92 (1.23)

507

4. Family and friends who continually call the nurse wanting updates on the patient"s condition rather than calling the
designated family member.

3.89 (1.06)

504

5. Families not accepting what the physician is telling them about the patient"s prognosis.

3.85 (0.96)

506

6. Physicians who are evasive and avoid having conversations with family members.

3.83 (1.13)

505

7. The nurse having to deal with angry family members.

3.81 (1.08)

502

8. Intrafamily fighting about whether to continue or stop life support.

3.65 (1.08)

502

9. Not enough time to provide quality end-of-life care because the nurse is consumed with activities that are trying to save the patient"s life.

Obstacle

3.59 (1.08)

505

10. Nurse not knowing the patient"s wishes regarding continuing with treatments and tests because of the inability
to communicate.

3.58 (1.18)

502

11. Physicians who won"t allow the patient to die from the disease process.

3.50 (1.36)

502

12. Continuing treatments for a dying patient although the treatments cause the patient pain or discomfort.

3.44 (1.30)

503

13. Physicians who are overly optimistic to the family about the patient surviving.

3.38 (1.21)

504

14. When the nurses" opinion about how the direction of patient care should go is not requested, not valued, or not considered.

3.23 (1.40)

506

15. The nurse having to deal with distraught family members while still providing care for the patient.

3.23 (1.15)

505

16. Being called away from the patient and family because of the need to help with a new admit or help another nurse care
for his/her cases.

3.20 (1.22)

501

17. Continuing intensive care for a patient with a poor prognosis because of the real or imagined threat of future legal action
by the patient"s family.

3.13 (1.49)

505

18. The patient having pain that is difficult to control or alleviate.

2.71 (1.33)

505

19. The family, for whatever reason, is not with the patient when he/she is dying.

2.61 (1.21)

506

20. Lack of nursing education and training regarding family grieving and quality end-of-life care.

2.60 (1.39)

504

21. Poor design of units that do not allow for privacy of dying patients or grieving family members.

2.54 (1.62)

508

22. The nurse knowing about the patient"s poor prognosis before the family is to the prognosis.

2.46 (1.62)

504

23. Dealing with the cultural differences that families use in grieving for their dying family member.

2.42 (1.21)

507

24. The unavailability of an ethics board or committee to review difficult patient cases.

2.40 (1.69)

500

25. Pressure to limit family grieving after the patient"s death to accommodate a new admit to that room.

2.64 (1.59)

506

26. Unit visiting hours that are too liberal.

2.29 (1.77)

502

27. No available support person for the family such as a social worker or a religious leader.

1.98 (1.44)

507

28. Continuing to provide advanced treatments to dying patients because of financial benefits to the hospital.

1.91 (1.85)

497

29. Unit visiting hours that are too restrictive.

0.96 (1.40)

506

a

n, number of nurses rating this item.
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means for obstacle size. Frequencies, measures of central
tendency and dispersion, and reliability statistics were
calculated for all obstacle items. Obstacle items were then
ranked on the basis of their mean scores to determine which
items were perceived to be the largest obstacles (Table 1).

TABLE 2

Demographics of Nurses (N = 509)

Characteristics

The mean (SD) age of nurses was 45.4 (11.9) years. Nurses
reported a mean (SD) of 18 (11.8) years working as a
registered nurse (RN) and a mean (SD) of 15.1 (10.7) years
working in an ICU setting. More than 65% of these nurses
reported having provided care for 30 or more ICU patients
at the EOL, with only 1.6% reporting caring for less than
5 dying ICU patients. Additional demographic data are
presented in Table 2.

%

438

86.9

66

13.1

Range

Sex
Female
Male

Current Demographic Data

n

Mean (SD)

Age, y

45.4 (11.9)

24-73

18 (11.8)

1.5-50

Years in the ICU

15.1 (10.7)

1-48

Hours worked/wk

36 (8.4)

8-76

19.4 (8.7)

4-56

Years as an RN

No. beds in the ICU
Dying patients cared for, %

Research Question 1: Current Obstacles, Size,
and Rankings
Nurses rated a provided list of 29 obstacle items on a scale
of 0 (not an obstacle) to 5 (extremely large obstacle). Mean
size scores for obstacle items ranged from a high of 4.05 to
a low of 0.96. The obstacle items receiving the highest
mean scores for size (perceived largest obstacle) were family members not understanding what ‘‘lifesaving measures’’
really means (mean [SD], 4.05 [0.97]), multiple physicians
(for 1 patient) who differ in opinion regarding the direction
of care (mean [SD], 3.94 [1.13]), and using life-sustaining
measures, at the families" request, although the patient
signed advanced directives requesting no such treatments
(mean [SD], 3.92 [1.23]) (Table 1). These top 3 items were
currently noted to be large obstacles in providing EOL
care to dying ICU patients.
Four other top 10 obstacle items related to issues with
patient"s families including family and friends continually
calling the nurse for updates (mean [SD], 3.89 [1.06]),
families not accepting the patient"s prognosis (mean [SD],
3.85 [0.96]), nurses having to deal with angry family members (mean [SD], 3.81 [1.08]), and intrafamily fighting
regarding whether to continue or stop life support (mean
[SD], 3.65 [1.08]).
The lowest scoring obstacles (perceived smallest
obstacles) were related to unit visiting hours that are too
restrictive (mean [SD], 0.96 [1.40]) and continuing to
provide advanced treatments to dying patients because of
(perceived) financial benefits to the hospital (mean [SD],
1.91 [1.85]).

Research Question 2: Comparison Data
Overall, 19 of the 29 obstacles ranked, at some time, in the
top 15 items during the 3 data collection periods: 1998,6
1999,7 and 2015 (Table 3). Four top-ranking obstacle items
were new to the 1999 questionnaire and remained part of
98
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65.4

21-30

12.7

11-20

13.7

5-10

6.6

G5

1.6

Highest degree, %
Diploma

3

Associate

13.2

Bachelor

68

Master

15.2

Doctoral

0.6

Ever certified as a CCRN
Yes

400

79.1

No

106

20.9

Yes

307

88.7

No

39

11.3

Currently a CCRN

Years as a CCRN

8.9

8.3

0.5-36

Practice area, %
Direct care/bedside nurse

53.2

Staff/charge nurse

41.5

Clinical nurse specialist

0.8

Other (manager, educator, etc)

4.5

the 2015 questionnaire. Because the 1998 and 1999 data
were collected relatively closely together in time and because 4 items were added to the 1999 questionnaire because of nurses" suggestions from the 1998 study, the
following major comparisons will primarily be made between the 1999 and currently gathered data.
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Copyright © 2017 Wolters Kluwer Health, Inc. All rights reserved.

CCNs’ Perceptions of EOL Care Obstacles

COMPARISON OF DEMOGRAPHIC DATA OVER TIME
For the 1999 and current data, the mean age in years of
subjects was similar (45.1 vs 45.4), as was mean years of

TABLE 3
1998

experience in the ICU (15.4 vs 15.1) and whether the nurse
was currently CCRN certified (mean, 87.6% vs 88.7%)
(Table 4). The percentage of critical care nurses with master

Obstacle Item Rank and Mean by Data Gathering Year

a

1999

Obstacles

2015

Mean

Obstacles

Mean

Obstacles

Mean

1. Family and friends who continually
call the nurse rather than calling
the designated family member

3.76

1. Physicians differing in opinion about
care of the patientb

4.03

1. Family not understanding what
the phrase ‘‘lifesaving measures’’
really means

4.05

2. Family not understanding what
the phrase ‘‘lifesaving measures’’
really means

3.66

2. Family and friends who continually
call the nurse rather than calling the
designated family member

4.02

2. Physicians differing in opinion about
care of the patient

3.94

3. Family not accepting the patient"s
poor prognosis

3.51

3. Physicians who are evasive and
avoid familiesb

4.00

3. Providing lifesaving measures at
families" request despite patient AD
requesting no such care

3.92

4. Providing lifesaving measures at
families" request despite patient
AD requesting no such care

3.51

4. Family not understanding what
the phrase ‘‘lifesaving measures’’
really means

3.91

4. Family and friends who continually
call the nurse rather than calling the
designated family member

3.89

5. Physicians who are overly optimistic
about the patient surviving

3.50

5. Nurse having to deal with an
angry family

3.85

5. Family not accepting the patient"s
poor prognosis

3.85

6. Nurse having to deal with an
angry family

3.36

6. Providing lifesaving measures at
families" request despite patient AD
requesting no such care

3.81

6. Physicians who are evasive and
avoid families

3.83

7. Family members fighting about the
use of life support

3.33

7. Physicians won"t allow the patient to
die from the disease process

3.72

7. Nurse having to deal with an angry family

3.81

8. Giving painful treatments to
a dying patient

3.26

8. Family not accepting the patient"s
poor prognosis

3.64

8. Family members fighting about the
use of life support

3.65

9. Nurse not knowing patient wishes
regarding continuing with tests
and treatments

3.26

9. Nurse not knowing patient wishes
regarding continuing with tests
and treatments

3.63

9. Not enough time to provide EOL care
because the nurse was consumed
with lifesaving activities

3.59

10. Not enough time to provide EOL
care because the nurse was
consumed with lifesaving activities

3.25

10. Patient"s treatments continue
although painful or uncomfortable

3.58

10. Nurse not knowing patient wishes
regarding continuing with tests
and treatments

3.58

11. Continuing care because of threat
of legal action

3.12

11. Not enough time to provide EOL care
because the nurse was consumed
with lifesaving activities

3.58

11. Physicians won"t allow the patient to
die from the disease process

3.50

12. Nurse dealing with distraught
family members

2.79

12. Family members fighting about the
use of life support

3.57

12. Patient"s treatments continue
although painful or uncomfortable

3.44

13. Poor unit design that limits privacy

2.62

13. Physicians who are overly optimistic
about the patient surviving

3.50

13. Physicians who are overly optimistic
about the patient surviving

3.38

14. Nurse being called away from the
patient to help others

2.51

14. Nurse"s opinion about the patient"s
care not valued

3.45

14. Nurse"s opinion about the patient"s
care not valued

3.23

15. Patient having pain that is difficult
to control

2.40

15. Nurse being called away from the
patient to help others

3.27

15. Nurse dealing with distraught
family members

3.23

Response choices were 0, not an obstacle; 1, extremely small obstacle; 2, small obstacle; 3, medium obstacle; 4, large obstacle; and 5, extremely large obstacle.
a
Column years denote data gathering period (Kirchhoff & Beckstrand, 20006).
b
These items were added to the 1999 version.
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TABLE 4

Comparative Demographic
Characteristics
1999,7 n (%)

2015, n (%)

45.1

45.4

799 (92.5)

438 (86.2)

57 (6.6)

65 (12.8)

Diploma

120 (13.9)

15 (3.0)

Associate

166 (19.2)

64 (13)

Bachelor

443 (51.3)

343 (67.5)

Masters

121 (14)

Doctoral

7 (0.8)

Characteristic

Mean age, y
Sex
Female
Male
Highest degree

Other

75 (14.7)
3 (0.6)
2 (0.4)

Years as an RN, mean (SD)

19.0 (8.2)

18.0 (11.9)

Years in the ICU, mean (SD)

15.4 (7.0)

15.1 (10.7)

Staff nurse

450 (52.1)

268 (52.8)

Charge nurse

323 (37.4)

210 (41.3)

39 (4.5)

4 (0.8)

Position

Clinical nurse specialist
Educator/manager
Other

13 (2.6)
48 (5.6)

10 (2.0)

Ever certified as a CCRN

participating at both time points reported working similar
numbers of hours per week (36.1-36.0).
Differing demographic data from 1999 to current
included the number of subjects who stated that they were
male increasing from 6.7% to 13.1% and the increasing
percentage of nurses who had ever certified as a CCRN
(73.5% vs 79.1%). Differences in education between times
were noted where the percentage of diploma nurses decreased from 1999 levels (from 13.9% down to 3%) and
the percentage of associate degrees decreased from 19.2%
down to 13%. Not surprisingly, the percentage of critical
care nurses with bachelor degrees increased over time (from
51.3% up to 67.5%). The percentage of clinical nurse
specialists decreased significantly over time (from 4.5%
down to 0.8%). Facility characteristics described by both
samples are reported in Table 5.

COMPARISON OF OBSTACLES MEAN SCORES AND
RANKING OVER TIME
Five items in the current obstacle top 10 list increased in
mean score as compared with the 1999 data. Items that

TABLE 5

Characteristic

1999

2015

Community non-profit hospital

512 (59.3%)

290 (57.1%)

Type of facility

Yes

630 (72.9)

400 (78.7)

Community for-profit hospital

126 (14.6%)

71 (14.0%)

No

228 (26.4)

105 (20.7)

University medical center

133 (15.4%)

104 (20.5%)

29 (3.4%)

14 (2.8%)

6 (0.7%)

5 (1.0%)

22 (2.5%)

15 (3.0%)

Missing

6 (0.7)

3 (0.6)

Federal hospital
State hospital

Currently a certified CCRN
Yes

591 (68.4)

307 (60.4)

County hospital

No

83 (9.6)

39 (7.7)

Military hospital

12 (1.4%)

5 (1.0%)

19 (2.2%)

2 (0.4%)

102 (11.8%)

98 (19.3%)

190 (22.0)

162 (31.9)

Other

Years as a CCRN, mean (SD)

9.1 (4.8)

8.9 (8.3)

Type of ICU

Hours worked/wk, mean (SD)

36.1 (9.8)

36.0 (8.4)

Missing

G5

ICU
CCU

No. patient deaths

Combined ICU-CCU

75 (8.7%)

28 (5.5%)

345 (39.9%)

109 (21.5%)

7 (0.8)

8 (1.6)

5-10

27 (3.1)

33 (6.5)

MICU

41 (4.7%)

74 (14.6%)

11-20

74 (8.6)

69 (13.6)

SICU

56 (6.5%)

37 (7.3%)

21-30

85 (9.8)

64 (12.6)

Resp. ICU

1 (0.1%)

1 (0.2%)

328 (64.6)

Neuro ICU

20 (2.3%)

25 (4.9%)

Shock/trauma unit

25 (2.9%)

40 (7.9%)

Cardio/surgical ICU

126 (14.6%)

82 (16.1%)

930

586 (67.8)

Other

77 (8.9)

degrees also remained relatively stable (14.1%-14.7%), as
did individuals working in staff and charge nurse positions
between the 1999 and current data (52.1%-52.8%). Nurses
100

Facility Characteristics

Dimensions of Critical Care Nursing

Other
Unit beds, mean (SD)

Vol. 36 / No. 2

Copyright © 2017 Wolters Kluwer Health, Inc. All rights reserved.

11 (2.2%)
15.4 (8.1)

19.5 (8.8)

CCNs’ Perceptions of EOL Care Obstacles

increased over time in mean score and rank (denoted
by rank number) included the current top 1 highest ranked
item, family not understanding what the phrase ‘‘lifesaving measures’’ really means (which was top 4 in
1999); the current top 3 item, providing lifesaving measures at families" request despite patient advanced directives
requesting no such care (which was top 6 in 1999); the
current top 5 item, family not accepting patient"s poor
prognosis (which was top 8 in 1999); the current top
8 item, family members fighting about the use of life support (which was top 12 in 1999); and the current top
9 item, not enough time to provide EOL care because the
nurse is consumed with lifesaving measures (which was
top 11 in 1999).
Five items in the current obstacle top 10 list decreased
in mean score as compared with the 1999 data. Those
items that decreased in mean score from the 1999 data
collection included the current top 2 item, physicians
differing in opinion about care of the patient (which was
top 1 in 1999); the current top 4 item, family and friends
who continually call the nurse rather than calling the
designated family member (which was top 3 in 1999); the
current top 6 item, physicians who are evasive and avoid
families (which was top 3 in 1999); the current top 7 item,
nurse having to deal with an angry family (which was top
5 in 1999); and the current top 10 item, nurse not knowing
patient"s wishes regarding continuing with tests and
treatments (which was top 9 in 1999).
TABLE 6

COMPARISON OF STATISTICAL MEAN SCORES
OVER TIME
Data were analyzed to compare mean scores between the
1999 and current data. Twelve obstacle items were
statistically and significantly different between data acquisition
times. Three obstacle item mean scores increased significantly
from 1999 to 2015 (Table 6). Nine obstacle item mean scores
decreased significantly from 1999 to 2015.

DISCUSSION
Demographics
Changes in demographic data over time reflected national
trends of increased men into nursing,14 along with the
Institute of Medicine recommendation that the proportion of nurses with baccalaureate degrees increase to 80%
by 2020.15 A relative steady state was noted in the mean
age of bedside nurses, the mean number of years working
as RNs, and the mean hours worked per week.
The mean score ranges for items in the current obstacle size section were similar to those observed at 1999,
suggesting that serious deficiencies in EOL care continue
to exist in ICUs across the nation. That most of this sample
of nurses reported having cared for 30 or more dying patients showed that these nurses were highly experienced in
EOL care. A high level of experience was important to
note as the highest ranked item was perceived only to be

Statistically Significant Changes in Obstacle Mean Scores Over Timea
1999

Obstacle Item

+/j

Mean (SD)

+

3.6 (1.0)

2015
Mean (SD)

P

d

Obstacle item mean score increased significantly
Family not accepting what the physician tells them about prognosis.

3.9 (1.0)

.000a

0.233

a

0.128

Visiting hours that are too liberal

+

2.1 (1.7)

2.3 (1.8)

.019

Family not understanding what ‘‘lifesaving’’ measures mean

+

3.9 (1.0)

4.0 (1.0)

.024a

0.123

j

2.9 (1.6)

2.5 (1.6)

.000a

0.190

a

0.443

Obstacle item mean score decreased significantly
Poor design of units that do not allow for privacy
Visiting hours that are too restrictive

j

1.6 (1.7)

1.0 (1.4)

.000

Patient having pain that is difficult to control

j

3.0 (1.3)

2.7 (1.3)

.001a

0.184

2.0 (1.4)

.016

a

0.130

.042

a

0.111

a

0.142

No social worker or religious leader
Continued treatments for dying patient although treatments cause pain or discomfort

j
j

2.2 (1.5)
3.6 (1.2)

3.4 (1.3)

Family and friends who continually call the nurse for updates

j

4.0 (1.0)

3.9 (1.1)

.026

Physicians who won"t allow the patient to die from the disease process

j

3.7 (1.2)

3.5 (1.4)

.002a

0.201

3.8 (1.1)

.006

a

0.171

.003

a

0.159

Physicians who avoid family members

j
j

Nurse opinion is not valued

4.0 (1.1)
3.5 (1.3)

3.2 (1.4)

a

Statistical significance does not denote clinical significance.
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large compared with the highest possibility (extremely large)
suggesting that these experienced nurses may have found
ways to work around common EOL obstacles. Another
possibility could be that this sample of nurses considered
these obstacles so common an occurrence that the obstacles were considered a routine part of EOL care with
dying patients and thus were not rated as extremely large.
It is important to note that statistical significance does
not necessary denote clinical significance. Although some
obstacle item means differed significantly over time, the
true judgment of clinical significance is subjective at best.
Does it really matter, at the bedside, whether a particular
obstacle item increased significantly by mean score? What
probably more important is the type of obstacle item that
significantly increased and the comparative ranking of top
obstacle items over time. For example, all 3 statistically
increasing obstacle mean scores related to issues directly or
indirectly associated with families, such as families not
accepting physician information regarding prognosis,
families not understanding what ‘‘lifesaving’’ measures
meant, and visiting hours being too liberal (indirectly related).

Families’ Issues as Obstacles
Interestingly, issues with families seem to have increased
over time in that 6 of the top 10 currently ranked obstacles
identified issues with families as obstaclesVan increase
from data gathered 17 years ago. It is possible that, as
other obstacles, not related to families, are addressed and
improved upon (thus decreasing in size), family issues continued to increase over time because of the nature of death
and dying in ICUs. For critical care nurses, dying patient
events happened every day; however, for families, that
dying ICU patient may be the families" first death experience; therefore, typical responses to the death event (anger,
confusion, miscommunication, and unsupported hopefulness) occurred with each family placed in a similar position.

Top 5 Obstacles
The current top 5 reported obstacles have consistently been
reported in the top 8 obstacles for the past 17 years, indicating that little has been done to reduce top obstacles in
EOL care. Discussion of the top 5 obstacles follows.
The current top obstacle, where families misunderstand medical terminology, is an example of deficient health
literacy. The Institute of Medicine report defined health
literacy as ‘‘the degree to which individuals have the capacity
to obtain, process, and understand basic health information and services needed to make appropriate health
decisions.’’16 Older adults are vulnerable for health literacy issues even as these adults develop more chronic illnesses using more medical services than other population
ages.16 Critical care nurses need to assess the health
literacy levels of their patients" families and ensure that
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information regarding EOL issues is clearly matched to the
families" literacy level. As nurses definitively explain that
endotracheal tubes, ventilators, small bowel feeding tubes,
and vasoactive medications may all be forms of ‘‘lifesaving
measures,’’ families may more clearly understand the amount
of actual support being given to their family member to
sustain life. Nursing education of families regarding each
care being provided is essential in high-quality care.17
The second top obstacle, physician disagreement about
the direction of patient care, may be directly impacted by
the training and experience of each physician.18 It is imperative that physicians reach a consensus on patients"
prognoses to provide the best information for the families
and care for patients.17
Advanced directives play an important role in fulfilling patient wishes regarding EOL care. Unfortunately,
when patients are unable to speak or explain their completed advance directives, families, nurses, or physicians
may misinterpret the patient"s wishes, and an advanced
directive may not be followed.19 As the third highest obstacle, measures need to be implemented where advanced
directives are followed, as specified by individual patients, so that EOL decisions are not changed by family
members when critical illness ensues.
Nurses need time to provide high-quality EOL care.
When nurses are called away from the patient multiple
times throughout the shift to talk to various family members
and friends of the patient (top 4 obstacle), the quality of
provided care suffers. By identifying a designated family
spokesperson, who can get updates from the nurse and
disseminate information to friends and family, more of
nurses" time can be spent caring for patients.20
Families not accepting a patient"s poor prognosis until
the time of death can be a frustrating obstacle, yet families
often do not have the needed information to understand,
let alone accept, poor prognoses (top 5 obstacle). Physicians often wait to discuss the prognosis with the family
until a disease process is so advanced or a patient"s condition
so deteriorated that families do not have time to consider
or make difficult decisions for the patient.21 More timely,
honest, clear communication regarding all possible eventualities may lead to earlier decisions for comfort care over
prolonged futile treatments.

Limitations
This study had some limitations. Only members of AACN
were sampled. Critical care nurses who are not members
of AACN may have rated obstacle items differently than
this sample of nurses. In addition, nonresponders many
have also scored obstacles differently.
Although it has been noted that surveys of health care
professionals have generally low response rates, the low
response rates have continued to decrease over time.22 The
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response rates for this study were well below the response
rates of the 1999 data acquisition (61%) and the 1998
pilot study (69%). Although low, our response rate was
almost identical to another national survey of RNs.23 In a
US Department of Health and Human Services survey of
RNs using a multimodal approach, the overall response
rate for paper returns was 27%.23 The lower response
rate could reflect the absence of the monetary incentive
given in 1999 (a $2 bill) but not provided at the 2015
data collection, the lack of 3 complete follow-up mailings,
or the feeling of ‘‘survey fatigue.’’ Survey fatigue is common when a potential research subject is inundated with
invitations to complete surveys leading to an adverse effect
on response rates.24

RECOMMENDATIONS
Improving EOL care for dying ICU patients remains a
high priority in nursing. Optimal EOL care may not be
possible for all patients and families,25 but identifying
current nurse-perceived obstacles is essential in providing quality EOL care for as many patients and families
as possible. As obstacles are identified, focused effort can
be aimed at developing meaningful interventions to improve
EOL care using a patient- and family-centered approach.26
Core concepts surrounding patient- and family-centered
care include treating the patient and family with dignity
and respect; sharing information in a timely, complete, and
accurate manner; encouraging and supporting patients
and families to participate in care and decision making;
and creating an environment of collaboration where all
people involved unite to improve the delivery of care.26
On the basis of the current top obstacles, recommendations for possible areas of patient- and family-centered
care at the EOL include (1) improved health literacy assessment of families followed by earlier directed, appropriate, and specific EOL information; (2) improved physician/
team communication; and (3) ensuring patients" wishes are
followed as written.

Health Literacy and Earlier Specific EOL Information
Communication to the family of a dying patient begins
with assessments of knowledge regarding common ICU
terminology, current perceptions of patient illness and
prognosis, and attempts to understand the family"s current
vulnerabilities and readiness for information. Simple assessment questions by the nurse could be, ‘‘What information do you need right now about your family member?’’,
‘‘Is there anything about their care or condition you would
like me to explain to you?’’, or ‘‘How can I help answer
any questions you might be having at this time regarding
your family members" care, treatment, or prognosis?’’
Once assessment data have been obtained and clarifications have been offered verbally, validation of information

can be supported through specifically designed brochures
for families of dying ICU patients.
In a prospective, randomized, controlled trial conducted
in France with 126 family members of patients dying in
22 ICUs,27 researchers found that providing written information about bereavement to family members as part of
regular EOL conferences had several benefits. Families
in the intervention group had longer conferences (30 vs
20 minutes) than the control group, spent more of the
time talking (14 vs 5 minutes), and had significantly lower
post-traumatic stress disorder-related symptoms (45% vs
69%, P = .01). Symptoms of anxiety and depression were
also less prevalent in the intervention group (anxiety, 45%
vs 67%, P = .02; depression, 29% vs 56%, P = .003). Providing written EOL information may improve communication
between ICU staff and family members and result in improved
outcomes for family members after patients" deaths.27
End-of-life family brochures or handouts are found on
the Internet. One charity-based care organization provided
information sheets on a variety of topics for family and
friends regarding how to handle emotional care during
illness and how to care for family members as they die.28
Specific suggestions to families included making sure the
dying person feels loved and safe along with positive talk
to the patient about how they have helped others and
given joy to family members and recognition of special
achievements and contributions.29 Another online source
provides specific tips for nurses in supporting grieving
families.30 Accessing online resources can help nurses develop their own handouts and brochures for families specifically based on the needs of their units.

Improved Physician/Team Communication
In a landmark study completed in 1979, families of ICU
patients rated some of their highest needs as the ‘‘need for
hope,’’ ‘‘to know the prognosis,’’ and ‘‘to have questions
answered honestly.’’31 End-of-life discussions of prognosis with patients and families can be challenging because
physicians attempt to accurately communicate prognosis
without giving false hope.32 Multiple physicians caring
for 1 patient should coordinate their key prognosis points
in an attempt to avoid presenting mixed messages to patients and families.32 Ideally, as the patient"s prognosis
worsens, physicians should reassess treatment options and
discuss possible changing goals and preferences with the
patient and family.32 The importance of initiating palliative care conversations earlier in the disease course cannot
be overstated.

Patients’ Wishes Followed
Perhaps, the most difficult EOL obstacle in ICU centers
around following the patient"s wishes given that many ICU
patients are rapidly taken seriously ill, limiting the amount
March/April 2017
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of time for the declaration of desires. Nurses can preemptively inform all patients and families about the
important step in defining wishes for care should situations arise where a sudden illness requires future hospital
admittance. Informing patients that personal preparation
checklists are available with reminders for completions of
legal wills; Power of Attorney documents; care of dependent
children, elderly parents, or beloved pets; and distribution
of valued personal items and assets.33 Most importantly,
informing patients that their EOL wishes need to be clearly
communicated to all family members is crucial ensuring
that patients" wishes will be followed.

12.
13.
14.
15.

16.
17.
18.

CONCLUSIONS
Obstacles, as perceived by critical care nurses, continue to
exist and impede quality delivery of EOL care. Obstacles
related to issues with families seem to have increased over
time. Family issues may be inherent with the situation of
dying in ICUs and may not be easily overcome because
each EOL event is new to that family. In general, implementing patient- and family-centered strategies that support clearer communication, improve collaboration, and
follow patient wishes may ultimately be the best ways to
improve care for dying critically ill patients.
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